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ABSTRACT
Introduction Caring for a child with cerebral palsy 
may be more emotionally and physically exhausting than 
caring for a typical growing child. The family caregivers’ 
perspective of this phenomenon needs exploring to 
facilitate the development of services. Our study explored 
the challenges family caregivers face with children with 
cerebral palsy in a resource- limited context in northern 
Ghana.
Methods We conducted a qualitative study underpinned 
by phenomenological principles where it is believed 
that the reality of a phenomenon is tied to caregivers’ 
perspectives of their own experiences. In this study, we 
unearthed caregivers’ experiences/challenges from their 
own perspectives. The method of data analysis used was 
to allow the issues to emerge from the data (inductive 
process) using the content analysis approach. We recruited 
13 caregivers of children with cerebral palsy from the 
physiotherapy unit at Tamale Teaching Hospital, and 
conducted individual in- depth interviews supported by an 
open- ended topic guide. Interviews were audio recorded, 
transcribed, and translated and coded inductively before 
conducting a content analysis of the data when grouped 
into themes.
Results We have identified barriers to managing a child 
with cerebral palsy, including sociocultural barriers (values, 
attitudes and belief systems within society), economic 
challenges and immediate physical care burdens. Specific 
barriers included discrimination and isolation, lack of 
family and societal support, with poor access to health 
information and formal education. Others were lack of 
information on the cause and course of cerebral palsy, 
caregivers’ loss of jobs, increased healthcare expenditure 
and struggles in lifting and moving children, which 
resonate with evidence- based multidimensional model of 
caregiving process and caregiver burden.
Conclusion Caregivers have the arduous task of caring 
for a child with cerebral palsy. Social support interventions 
and policy initiatives that seek to ameliorate caregivers’ 
finances and make formal education accessible to this 
marginalised child population may be beneficial in this 
context.

WHAT IS ALREADY KNOWN ON THIS TOPIC
 ⇒ Caring for a child with cerebral palsy may impact 
caregivers’ physical and psychological health.

 ⇒ Children with cerebral palsy may have functional 
limitations and depend on others for assistance with 
daily living activities.

 ⇒ How caregivers cope or adapt to caregiving respon-
sibility varies and may depend on contextual factors.

WHAT THIS STUDY ADDS
 ⇒ Parents of children with cerebral palsy in Ghana 
describe experiences of social isolation and stigma 
within their communities.

 ⇒ Caregivers of children with cerebral palsy in Tamale 
Hospital in Ghana perceive that they have limited in-
formation on the cause and course of the condition.

 ⇒ Caregivers describe high levels of spending on 
healthcare as well as the loss of businesses and 
jobs.

 ⇒ There is a need to tackle how to prevent stigma and 
social isolation for caregivers of children with cere-
bral palsy.

 ⇒ Provision of better information for caregivers on the 
health- related issues, cause and prognosis for chil-
dren with cerebral palsy may enable parents to feel 
more empowered to help their children in the future.

HOW THIS STUDY MIGHT AFFECT RESEARCH, 
PRACTICE OR POLICY

 ⇒ Pragmatic steps and policy initiatives that offset 
the cost of accessing healthcare services for chil-
dren with cerebral palsy could be beneficial in this 
context.

 ⇒ The relevant authorities should operationalise the 
already existing ‘all- inclusive educational policy’ to 
make formal education accessible to children with 
cerebral palsy.

 ⇒ The findings of this study should serve as founda-
tional research for empirical studies that seek to 
develop interventions for caregivers of children with 
cerebral palsy.
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INTRODUCTION
Cerebral palsy (CP) is a lifetime physical disability due to 
non- progressive injuries to the immature or developing 
brain.1–3 The risk factors associated with developing CP 
occur before, during or after pregnancy and include but 
not limited to intrauterine hypoxia, premature rupture 
of membranes, placenta abnormalities, preterm or post- 
term birth, asphyxia, prolonged labour, infections, hypo-
glycaemia, intracranial haemorrhage and respiratory 
distress syndrome.4 5 CP is estimated to occur in approxi-
mately 2.11 per 1000 live births globally,6 affecting males 
more than females,7 with more living in resource- limited 
settings.5 8 9

In the Ghanaian context, official statistics on the 
number of children with CP are lacking. However, 
Cerebral Palsy Africa estimated that 1 child per 300 
births has CP in Ghana.10 CP causes permanent brain 
damage, limiting the child’s ability to have full postural 
control, mobility and complete activities of daily living. 
The motor disorders of CP are frequently accompa-
nied by impaired cognition, communication, sensation, 
perception, behavioural abnormalities, seizure disorders, 
musculoskeletal problems or a combination of these 
features.11 12 The condition adversely affects children’s 
daily living experiences and limits their self- care func-
tions such as feeding, dressing, bathing and mobility.13 14 
Because of the functional limitations experienced, some 
children with CP depend on caregivers for assistance 
with daily activities, leading to long- term caregiving that 
far exceeds the usual needs of typically developing chil-
dren.12 15 16 For some caregivers, providing care can be 
burdensome, daunting task impacting their physical 
and psychological well- being.12 17 This is often worse in 
resource- limited settings where infrastructural amenities, 
social support and healthcare systems are not adequately 
developed to ameliorate the plight of caregivers.12 18 This 
study was designed to evaluate the challenges family 
caregivers of children with CP face in a resource- limited 
context in northern Ghana. This will serve as a basis for 
developing context- relevant services and policy initiatives 
to better the lives of caregivers and their children with 
CP.

METHODS
Design
Phenomenological research methods have been 
employed in underpinning this study as it aims to describe 
the lived experience of individuals caring for children 
with CP. The qualitative research design literature shows 
that phenomenological principles acknowledge people’s 
ties with their physical, social and emotional world,19–24 
suggesting that truth about the reality of a phenomenon 
is embodied in people’s lived experiences.20 24 Thus, 
while a descriptive qualitative approach could equally 
be used to unearth the data required in this study to 
explain the experiences of carers of children with CP, 
the phenomenological approach fitted in better.19 22 

Caregivers vary in how they adapt to caregiving demands, 
and the process is unique with a special meaning for the 
individual involved.25 The study design adapted enabled 
us to account for the variability in caregivers’ interpreta-
tions of their experience of care.26

Participants and setting
Thirteen family caregivers of children with CP participated 
in the study. We included individuals who resided with 
and provided care daily for a child under 18 years of age, 
diagnosed by a qualified medical doctor and confirmed 
in their medical records to have CP. The recruitment of 
participants took place at the physiotherapy unit of the 
Tamale Teaching Hospital, the only tertiary hospital in 
the northern region of Ghana. The hospital provides 
specialist care and physiotherapy services for children 
with diverse needs, including CP. Most of the inhabitants 
in this setting are Muslims, but they also practise and 
revere the traditional African religion. Thus, they believe 
in their ancestors and supernatural powers which could 
sometimes influence their perceptions about disease 
causation and management. Wholesale, retail and agri-
cultural activities are the main occupation in the area.27 
The first author, a female paediatric nurse specialist, has 
extensive knowledge of the study area through her resi-
dency programme. Anecdotal observations she made at 
this setting motivated the conduct of the study. However, 
she had no prior relationship with study participants.

Sampling and recruitment
We used a purposive (non- probability) sampling tech-
nique to identify and recruit participants. Once we 
met data saturation, we did not recruit further partici-
pants.28 29 All participants were recruited during their 
routine physiotherapy clinic appointment days. We 
observed COVID- 19 protocols (maintaining social 
distancing, wearing personal protective equipment such 
as a nose mask or face shield and using hand sanitisers) 
during participant recruitment and data collection. We 
confirmed participants’ inclusion by checking diagnoses 
from children’s hospital records with the help of a physi-
otherapist to ensure that a medical professional had duly 
diagnosed children. We introduced the study aims and 
informed potential participants that involvement in the 
study was voluntary. Participants interested in joining the 
study were then provided further information using the 
information sheet by the researcher. Participants who 
consented then signed or printed their thumbprint on 
the consent form prior to data collection.

Data collection
We gathered participants’ demographic information 
such as caregiver relationship with the child, educational 
level, child age, marital status and caregiver occupation 
from all consenting participants. These characteristics 
were collected to add more context to the study findings 
as they could diversely influence caregivers’ experience. 
For pragmatic reasons and the challenges involved in 
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bringing participants with different medical review dates 
together for focus group discussion, we conducted indi-
vidual face- to- face interviews using an in- depth interview 
topic guide (online supplemental file 1) developed by 
the researchers based on the study’s objectives. Our topic 
guide provided open- ended questions which were then 
probed based on the participant’s responses.30 31 These 
interviews were either conducted in English language 
or the native language (Dagbani) at the hospital clinic 
based on the preferences of participants. All interviews 
were audio recorded and lasted 35–50 min. We wrote 
additional field notes to cover the observations made on 
each interviewee, and these were considered during the 
analysis for contextual issues. We conducted most inter-
views in the local Dagbani language. We manually tran-
scribed recorded audio of interviews with participants 
verbatim into electronic text on a computer, taking cogni-
sance of non- verbal cues captured in the field notes. We 
translated audio records in the local language (Dagbani) 
into English back to back to ensure we did not lose the 
meaning and were cross- checked between researchers 
for validation. Translated verbatim transcripts were also 
verified by a bilingual expert not part of the research 
team to ensure accuracy.32

DATA ANALYSIS
Inductive content analysis, as described by Elo and 
Kyngäs,33 was used to analyse the data of this study. 
Content analysis is a systematic, replicable technique 
for compressing many words of text into fewer content 
categories based on explicit coding rules. Participants’ 
transcripts were anonymised with letters and numbers 
such as ‘P1’ and ‘P2’. All authors then read the tran-
scripts repeatedly and compared samples with the inter-
view audio files. We generated the codes inductively by 
highlighting critical ideas from the data. We then copied 
these codes and grouped them into subcategories based 
on their relationship. We further grouped subcategories 
with similar meanings to form categories. We reviewed 
and compared categories and subcategories with the 
code and the entire dataset to ensure that we captured 
the meaning of the entire dataset as presented by partici-
pants in the interviews.

Findings
All caregivers interviewed were women, 12 being biolog-
ical parents to the child with CP. The majority were 
middle- aged women aged 30–68 years, with a mean age 
of 39 years. Most of the children (n=10) were between 
2 and 4 years old. Table 1 presents the detailed demo-
graphic information of participants.

The interview data generated findings that embodied 
caregivers’ sociocultural issues, accessibility to health infor-
mation and formal education, physical care burden and 
economic factors. These themes mirrored three constructs 
of the multidimensional model of caregiving process and 
caregiver burden proposed by Raina and colleagues.25 Thus, 

the model’s constructs of ‘background/context’, ‘caregiver 
strain’ and ‘coping/supportive factors’ were represented 
in the interview data. Generally, the model comprises of 
constructs and factors that facilitate the understanding 
of caregiving and processes affecting caregivers’ health.25 
Guided by this framework, our study findings are presented 
in figure 1.

BACKGROUND/CONTEXT FACTORS
The first domain, background/context, relates more to 
the social and economic characteristics of the setting 
where caregiving takes place. Our findings depicted 
contextual sociocultural issues and economic status 
of caregivers impacting their caregiving experience as 
described in subsequent sections.

Table 1 Demographic characteristics of participants

Demographics Frequency, n (%)

Caregiver relationship N=13

  Mother 12 (92)

  Grandmother 1 (8)

Age of caregiver N=13

  30–39 10 (76)

  ≥40–49 3 (24)

Mean age 39

Educational level of caregiver N=13

  Senior high school and below 4 (31)

  Tertiary 6 (46)

  No formal education 3 (23)

Occupation of caregiver N=13

  Trading 5 (38)

  Nurse 2 (15)

  Teacher 1 (8)

  Environmental health officer 1 (8)

  Unemployed 4 (31)

Marital status of the caregiver N=13

  Married 11 (84)

  Single 1 (8)

  Widow 1 (8)

Age of child with CP N=13

  <2 years 2 (15)

  2–4 10 (77)

  5–7 1 (8)

Type of CP N=13

  Spastic 5 (38)

  Not stated 8 (62)

CP, cerebral palsy.

https://dx.doi.org/10.1136/bmjpo-2022-001807
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Sociocultural challenges
The sociocultural issues pertain to society’s cultural and 
intuitive beliefs about CP and its impact on caregivers. 
Caregivers reported how they perceived that individ-
uals within society were often hostile to them, chal-
lenging their ability to live with their children with CP. 
In particular, caregivers mentioned how other members 
within their community often stigmatised them and had 
misconceptions about CP, including how it might have 
been caused. For example, one caregiver of a 2- year- old 
child with CP explained how attending social gatherings 
was a challenge due to the negative language used to 
describe her child as not human but animal:

Whenever there is an ‘occasion’ (marriage, naming 
ceremonies and funerals), I do not go because of 
how they treat the child; I do not like it. People will 
just be calling her all sorts of names, saying she is not 
human, so I should not waste my time on her. (P11, 
caregiver of a 2- year- old girl)

One mother enunciated how she felt the subject of ridi-
cule—describing how she believed that some members 

of the community intentionally questioned her on things 
they knew her child could not do. Furthermore, this 
same mother recounted how she and her child were even 
seen as having something that might be ‘caught’ or infec-
tious with others purposely not sitting near her on public 
transport:

We are now laughing stock to most people, some 
people know what the child is going through, and 
they will see you and intentionally ask you, so your 
child is still not walking ‘Penh’? Sometimes in a car 
like this, they do not even want you to sit closer to 
them, or the child should touch them… (P6, caregiv-
er of a 2- year- old boy)

Similarly, some caregivers mentioned how they felt 
discriminated against even by their relatives who would 
not allow their own children to interact with a child with 
a disability in case it might be infectious. Thus, the child 
and caregiver could not freely relate with others due to 
emotional trauma and stigmatisation from others. Such 
constraints encountered by caregivers observed in their 
sample narrations are as follows:

Figure 1 Multidimensional experiences and challenges of caregivers.
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As for discrimination, it exists. Some relatives do not 
allow their children closer to my child because they 
feel he is not normal. (P5, caregiver of a 7- year- old 
boy)

It was shocking to hear that one caregiver even 
described how much community members stigmatised 
children with CP—believing that CP results as a punish-
ment from ‘the gods’ and furthermore, that children 
with CP are ‘spirits and not human’. This emerged in 
caregiver’s verbatim as emotionally very painful, leading 
some caregivers to seek cures through traditional healers 
to better understand whether their children were ‘spirits’ 
or ‘possessed’.

Others make insulting remarks like this your child 
is not a human being. We have even visited a shrine 
on several occasions because of that… They will give 
herbal preparation to bathing the child; if he is not 
human, he will die after bathing those herbs. But af-
ter bathing him, it is clear that he is not what they 
were thinking of. (P3, caregiver of a boy 4 years and 
9 months)

Economic status
The caregivers in this study described through their 
interviews that their sources of income were interrupted, 
and they had financial limitations in meeting the child’s 
care needs. Having a child with CP means having an 
expenditure line inconsistent with routine household 
expenses, thus raising the cost of the family’s budget. 
Most caregivers, employed and unemployed, described 
their experience of having increased expenditures due 
to buying medications and assistive devices, transporta-
tion costs, laboratory investigations and food buying. 
The latter placed an extra financial burden on caregivers 
who may not also receive financial support as there is no 
clear, steady formal support for the vulnerable in Ghana. 
An example of experiences that were enunciated by 
caregivers include:

…I am supposed to be coming for review once ev-
ery week, but because of the cost of transportation, I 
have made it once every two weeks. (P6, caregiver of 
a 2- year- old boy)

In this place (referring to the physio unit), I was 
told that health insurance would cover some part 
and you would also pay the rest after … sometimes. 
‘Hmmm’…. It is not easy… I have even stopped the 
neurological consult because you have to pay for the 
consultation and still buy the drugs. After all, the hos-
pital does not always have them. (P10, caregiver of a 
4- year- old boy)

Besides the increased expenditure, caregivers’ 
economic situation was reportedly worsened when they 

could no longer engage in income- earning activities. 
Participants’ reports show that the caregiving demands 
of their children led to abandoning their employment as 
they could not combine the care of the child, which is a 
full- time job, with their income- generating activities, as 
shown in the quotes from participants:

I am no longer employed and cannot do any work 
again. I worked in a private hospital before I gave 
birth, but now this child is like this. I have stopped 
my employment because he has this problem (cere-
bral palsy). (P10, caregiver of a 4- year- old boy)

I am no longer in business because I can’t be holding 
him while preparing my local drinks, and there is no 
one to help. Where will I be getting money for his 
care? (P3, caregiver of a boy 4 years and 9 months)

Many of the caregivers who were initially engaged in 
personal businesses for income had their businesses 
collapse because they did not have time to continue 
trading. Other caregivers stopped because of the stress of 
juggling childcare and business. Caregivers were then left 
to deal with the effects of these income cuts and rising 
expenditures.

CAREGIVER STRAIN FACTORS
The second domain of factors, caregiver strain, denotes 
caregiving demands and perception of family centred-
ness of formal healthcare services. Some participants’ 
narratives generally reflected the sheer physical care 
burden and inadequate formal health information, as 
detailed below.

Physical care burden
Caregivers recounted the challenges with providing activ-
ities of daily living such as bathing, dressing and moving 
their child while maintaining their routine responsi-
bilities to themselves and other family members. They 
lamented about the exhausting nature of caring for 
a child with CP. Due to the physical and neurological 
incapacity of the child, they depend exclusively on their 
caregivers to meet all their needs. Most participants of 
this study experienced struggles in meeting the demands 
of children’s daily care. Caregivers’ reports indicate that 
lifting and moving their children were particularly chal-
lenging as it affected their well- being, as stated in their 
narratives below:

I usually feel tired due to carrying him always. It is 
a problem lifting him. I sometimes get some body 
pain due to carrying him because he will not sit, so I 
do all the time I am carrying him. I pray he can walk 
someday. If not, he will be a burden while growing up 
because I cannot carry him. (P3, caregiver of a boy 4 
years and 9 months)
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I feel so tired of caring for him because he has a 
younger sibling I have to cater. At his age (7 years), 
he should have been able to bathe and move about, 
but I still have to do it. (P5, caregiver of a 7- year- old 
boy)

Caregivers expressed how they often experienced body 
pains—depending on medications to relieve the pain 
from the strenuous nature of the care they provide for 
their child with CP. Caregivers also commented that care 
became more challenging as their children grew older 
and particularly mentioned how body pains were related 
to having to lift and move the children manually.

…she doesn’t want anyone to carry her, only me…so 
every day I have to be taking pain medications, now 
she has reduced in weight… at first, she was heavy 
so when you carry her hmmm my waist. Sometimes 
when I am in the room I cry because of the pains. 
(P11, caregiver of a 2- year- old girl)

Inadequate health information
The data show that caregivers felt that healthcare profes-
sionals did not give them enough information to enable 
them to understand, cope and care for their children. 
The lack of health information made some caregivers 
believe in the community’s claims of such children 
being spirits or animals. For instance, some partici-
pants suggested that even though health workers took 
the history of their child’s condition, they failed to give 
them information about the condition. Caregivers with 
English literacy who could surf the internet resorted to 
finding information about their child’s condition, as 
demonstrated below.

They asked me questions some time ago about the 
child’s condition, which they wrote down, but I have 
not been given any information regarding his condi-
tion since then… they only said we should come to 
this place (referring to the physio unit) and do the 
exercise. (P5, caregiver of a 7- year- old boy)

Even though participants reported that the internet 
helped them to understand their child’s condition, 
finding information from the internet that is not censored 
could be misleading as there are sources that may not 
be credible. Thus, a lack of adequate information from 
health workers could compel caregivers to sources of 
information that are not helpful.

At first, I did not know what was wrong with him be-
cause the doctors would not give me more informa-
tion about this condition…Now I am beginning to 
understand because I browse the internet and read 
about it…(P6, caregiver of a 2- year- old boy)

COPING/SUPPORTIVE FACTORS
The factors included in this third and final construct 
consist of social support, family function and accessi-
bility to formal education. Social support comprises of 
the informal support from immediate family members, 
friends, neighbours and the community, while function 
describes the extent to which the family functions as a 
unit in supporting caregivers. The findings related to 
these are described further below.

Inadequate support from social networks
Some caregivers indicated that they received minimal or 
no support from family members and others in providing 
care for their children. Most caregivers expressed 
concerns that their children may be abandoned in the 
event of their absence:

It is not easy to get someone to care for him, especial-
ly when I am not feeling well. I still have to manage 
and care for him because, the way he is, who will have 
time to take care of him? (P3, caregiver of a boy 4 
years and 9 months)

As shown in the demographics, most caregivers 
were females and mothers to the children. Although 
caregiving in Ghana is traditionally a female role, consid-
ering the additional care needs of a child with CP, many 
mothers might benefit from support from spouses. It was 
clear however in the statements of most of the caregivers 
that we interviewed that spouses were unsupportive and 
unhelpful most of the time—almost in rejecting the child 
with CP and their caregiver.

With this one, my husband is not helping me care for 
him. Do you think I will try to give birth again? He 
does not mind us any longer. At least once in a while, 
he should also pick him, and I will also rest, but he 
doesn’t. (P3, caregiver of a boy 4 years and 9 months)

Inadequate access to formal education
Another challenge caregivers encountered was that they 
could not find a suitable school that would render quality 
education for their children. Some mothers felt their 
children would not be accepted into the mainstream 
schools due to their condition, and special schools were 
unavailable. Thus, all schools within reach of caregivers 
were not resourced to admit children with special needs 
like CP. Some community members who seem not to 
know the depth of the child schooling problem kept 
recommending that the child be taken to school. See the 
following expression of a participant:

They said I should take her to school, but in our 
place, they will not admit her. They said she could 
not sit, and she could not walk… When you send 
her to these regular schools, they will not take her. 
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Moreover, no school in our area trains such children. 
(P11, caregiver of a 3- year- old girl)

DISCUSSION
Our findings show that caregivers in this context 
encounter sociocultural, physical and economic chal-
lenges in caring for their children with CP. The study’s 
findings resonate with existing evidence and signpost crit-
ical contextual and global issues that need consideration 
to develop support systems and relevant interventions. 
To support policymakers, practitioners and researchers 
in the design of interventions, key findings of this study 

are discussed in three domains: (1) individual- level 
issues, (2) community level and (3) national level (see 
figure 2). The study findings in these domains, according 
to existing literature, impact caregivers’ physical health, 
psychological health and general well- being.25 34–36

Individual-level issues
Our finding indicates that caregivers of children with CP 
face physical care burdens and economic pressures. Due 
to muscle spasticity, weakness and uncoordinated motor 
control, children with CP rely mainly on their caregivers 
for physical care, irrespective of age.37 Although there 
are assistive devices for aiding in the care of sick indi-
viduals with neuromuscular inadequacies and self- care 

Figure 2 Contextual framing of caregivers’ experiences and challenges. CP, cerebral palsy.
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deficit,38 the caregivers in this study had to lift and move 
their children manually, without such devices, resulting 
in caregivers’ altered well- being such as aches and pains 
sometimes requiring medical attention. Meanwhile, 
the well- being of caregivers is critical, considering that 
most children with CP depend solely on them for their 
care.39 40 Therefore, though it might be useful to solicit 
the support of social networks to assist primary caregivers, 
it might even be more beneficial for health professionals 
to assist caregivers in learning manual handling and body 
mechanics to empower them to safely lift and move chil-
dren.41 42

Also, at the individual level were the income cuts and 
increased expenditures of caregivers and their families. 
The loss of jobs, businesses and increased healthcare 
expenditures for a child with CP necessitate employers 
and policymakers to create a more flexible work culture 
that allows caregivers to engage in income- generating 
activities to lessen their financial burden.15 43 44 Even 
though the economic challenges for caregivers in this 
study are unavoidable, considering that the setting is 
generally a deprived area, the absence or limited finan-
cial support could limit caregivers’ ability to access 
healthcare such as rehabilitation services for the care of 
their child as reported in other studies.15 Specific to this 
study’s setting and similar populations, it might be bene-
ficial if the current cost- sharing system of the National 
Health Insurance Scheme45 is re- evaluated to meet the 
health financing needs of these marginalised popula-
tions with CP.

Community level
The relations of children with CP, the general public 
and caregivers misunderstand CP especially in settings 
with limited general literacy,46 leading to the attribution 
of the condition to supernatural causes, such as punish-
ment from the gods and witchcraft, as reported in this 
study and others.46 47 In our study context, children with 
CP were perceived as spirit children and punished by 
the gods. These perceptions were translated into the 
level of community engagement with the caregivers 
and the children. Existing evidence shows that beliefs 
in witchcraft and punishment by the gods lead to label-
ling, stigmatisation and discrimination against families 
and children with CP.47 Lack of support for caregivers 
resulting from stigma has been reported in the existing 
literature.11 17 This limited support could compound 
the inherent challenges of having a child with special 
needs. Thus, society’s understanding of CP is critical 
in reducing stigmatisation and discrimination against 
families with children with CP and the associated cyclical 
effect on the child and caregiver. It is therefore critical 
that health information on CP is intensified to ensure 
that communities understand the causes and course of 
CP, promoting empathy and involvement of support 
systems in providing care for the child to improve their 
quality of life.

National level
The study’s findings suggest that primary caregivers 
received limited or no health information about their 
child’s condition. Limited information on health issues 
and services is a global challenge.48–50 However, chal-
lenging settings such as Ghana, with limited economic 
independence, are worst in this regard.43 51–55 Anec-
dotal evidence from the study setting suggests that 
health professionals provide ad hoc health education to 
caregivers of children with CP and other disabilities, using 
medical terms that caregivers and their support systems 
may not understand. Yet, there is evidence that adequate 
caregiver knowledge may promote better care for chil-
dren with CP.55 56 Indeed, the trend of breaching the 
gap in service users’ understanding of health issues and 
contributing effectively to service provision is through 
deliberate efforts to ensure public participation.57 There-
fore, to forestall the challenges communities encounter 
with their health management, conscious efforts must be 
made to use evidence such as that identified in this study 
and introduce appropriate interventions that ensure 
optimal public participation in healthcare at every health 
service level.

Furthermore, existing evidence suggests that children 
with CP without cognitive impairment could benefit from 
formal education.58 Nevertheless, caregivers reported 
that one of their challenges was finding school place-
ment for their children with CP. Although Ghana has an 
all- inclusive education policy,59 it thus appears that most 
schools in this setting do not have the capacity in terms 
of human resources and space to admit children with CP. 
This situation resonates with other study findings in India 
and Kenya reporting lack of formal education oppor-
tunities.43 60 61 This suggests the need to operationalise 
educational policies that make formal education more 
accessible to all including children with CP.

Conclusively, though the study findings might not be 
generalisable, it raises issues related to child physical 
care, cultural perceptions, health information and educa-
tional needs that must be translated into appropriate 
individual, community and national- level response.
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